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Part	1:	Van	Rie	Patient	Perspectives	Tow

ards	Tuberculosis	
Q
uestion	

Strongly	
disagree	

D
isagree	

Slightly	
disagree	

N
ot	sure	

Slightly	agree	
Agree	

Strongly	agree	
Sum

m
ary	score	

I	feel	hurt	by	how
	others	react	to	know

ing	
that	I	have	TB	

1	
2	

3	
4	

5	
6	

7	
	

I	lose	friends	w
hen	I	share	w

ith	them
	that	I	

have	TB	
1	

2	
3	

4	
5	

6	
7	

	

I	feel	alone	because	I	have	TB	
1	

2	
3	

4	
5	

6	
7	

	

I	keep	m
y	distance	from

	others	to	avoid	
spreading	TB	germ

s	
1	

2	
3	

4	
5	

6	
7	

	

I	am
	afraid	to	tell	those	outside	m

y	fam
ily	

that	I	have	TB	
1	

2	
3	

4	
5	

6	
7	

	

I	am
	afraid	of	going	to	TB	clinics	because	

other	people	m
ay	see	m

e	there	
1	

2	
3	

4	
5	

6	
7	

	

Baseline and endline questionnaire 

M
odules	1	and	8	



Q
uestion	

Strongly	
disagree	

D
isagree	

Slightly	
disagree	

N
ot	sure	

Slightly	agree	
Agree	

Strongly	agree	
Sum

m
ary	score	

I	am
	afraid	to	tell	others	that	I	have	TB	

because	they	m
ay	think	that	I	also	have	

AIDS	
1	

2	
3	

4	
5	

6	
7	

	

I	feel	guilty	because	m
y	fam

ily	has	the	
burden	of	caring	for	m

e	
1	

2	
3	

4	
5	

6	
7	

	

I	choose	carefully	w
ho	I	tell	about	having	

TB	
1	

2	
3	

4	
5	

6	
7	

	

I	feel	guilty	for	getting	TB	because	of	m
y	

sm
oking,	drinking,	or	other	careless	

behaviours	
1	

2	
3	

4	
5	

6	
7	

	

Because	I	have	TB,	I	am
	w
orried	about	also	

having	AIDS	
1	

2	
3	

4	
5	

6	
7	

	

I	am
	afraid	to	tell	m

y	fam
ily	that	I	have	TB	

1	
2	

3	
4	

5	
6	

7	
	

	
		



	

Part	2:	Self-stigm
a	know

ledge	and	efficacy
	

Please	choose	one	response	to	each	question	
Possible	responses:		

1	=	Strongly	disagree;	2	=	Disagree;	3	=	Slightly	disagree;	4	=	N
ot	sure;	5	=	Agree	a	little;	6	=	Agree;	7	=	Strongly	Agree		

Sum
m
ary	score	

I	know
	w
hat	self-stigm

a	is		
①

	②
	③

	④
	⑤

	⑥
	⑦

	
	

I	can	give	exam
ples	of	the	m

anifestations	of	self-stigm
a		

①
	②

	③
	④

	⑤
	⑥

	⑦
	

	

Please	give	exam
ples	of	the	m

anifestations	of	self-stigm
a	that	you	know

	
	

I	know
	the	negative	effects	of	self-stigm

a		
①

	②
	③

	④
	⑤

	⑥
	⑦

	
	

I	can	give	exam
ples	of	the	effects	of	self-stigm

a		
①

	②
	③

	④
	⑤

	⑥
	⑦

	
	

Please	give	exam
ples	of	the	effects	of	self-stigm

a	that	you	know
	

	

I	am
	equipped	w

ith	techniques	to	overcom
e	self-stigm

a		
①

	②
	③

	④
	⑤

	⑥
	⑦

	
	

I	can	give	exam
ples	of	techniques	to	overcom

e	self-stigm
a		

①
	②

	③
	④

	⑤
	⑥

	⑦
	

	

Please	give	exam
ples	of	the	techniques	that	you	know

	to	overcom
e	self-stigm

a	
	

I	can	assist	other	people	w
ho	are	experiencing	self-stigm

a		
①

	②
	③

	④
	⑤

	⑥
	⑦

	
	



Part	3:	Self-com
passion

	
Please	choose	one	response	to	each	question	

Possible	responses:		
1	=	Strongly	disagree;	2	=	Disagree;	3	=	N

ot	sure;	4	=	Agree;	5	=	Strongly	Agree		

Sum
m
ary	score	

W
hen	I	fail	at	som

ething	im
portant	to	m

e,	I	becom
e	consum

ed	by	feelings	of	inadequacy.	
①

	②
	③

	④
	⑤

		
	

I	try	to	be	understanding	and	patient	tow
ards	those	aspects	of	m

y	personality	I	don’t	like.	
①

	②
	③

	④
	⑤

		
	

W
hen	som

ething	painful	happens	I	try	to	take	a	balanced	view
	of	the	situation.	

①
	②

	③
	④

	⑤
		

	

W
hen	I’m

	feeling	dow
n,	I	tend	to	feel	like	m

ost	other	people	are	probably	happier	than	I	am
.	

①
	②

	③
	④

	⑤
		

	

I	try	to	see	m
y	failings	as	part	of	the	hum

an	condition.	
①

	②
	③

	④
	⑤

		
	

W
hen	I’m

	going	through	a	very	hard	tim
e,	I	give	m

yself	the	caring	and	tenderness	I	need.	
①

	②
	③

	④
	⑤

		
	

W
hen	som

ething	upsets	m
e,	I	try	to	keep	m

y	em
otions	in	balance.	

①
	②

	③
	④

	⑤
		

	

W
hen	I	fail	at	som

ething	that’s	im
portant	to	m

e,	I	tend	to	feel	alone	in	m
y	failure.	

①
	②

	③
	④

	⑤
		

	

W
hen	I’m

	feeling	dow
n	I	tend	to	obsess	and	fixate	on	everything	that’s	w

rong.	
①

	②
	③

	④
	⑤

		
	

W
hen	I	feel	inadequate	in	som

e	w
ay,	I	try	to	rem

ind	m
yself	that	feelings	of	inadequacy	are	shared	by	

m
ost	people.	

①
	②

	③
	④

	⑤
		

	

I’m
	disapproving	and	judgm

ental	about	m
y	ow

n	flaw
s	and	inadequacies.	

①
	②

	③
	④

	⑤
		

	

I’m
	intolerant	and	im

patient	tow
ards	those	aspects	of	m

y	personality	I	don’t	like.	
①

	②
	③

	④
	⑤

		
	



4) W
hat does self-stigm

a look like?
BELIEFS

Stereotype endorsem
ent

“I believe TB is a sign of 
w

eakness”

Self-blam
e

“If I had taken better care of 
m

yself, I w
ouldn’t have got TB”

Self-agency
“Having TB w

ill affect m
y 

chances of keeping m
y job”

FEELIN
G

S

Sham
e

“I get em
barrassed because of 
having TB”

G
uilt

“I can’t forgive m
yself for 

exposing m
y fam

ily to TB”

Perception of w
hat others think

“People w
ill m

istreat m
e 

because I have TB”

ACTIO
N

S

Social w
ithdraw

al
“I keep m

y distance from
 others 

because I have TB disease”

W
hy try?

“I w
on’t go to school / w

ork 
because I’m

 going to die anyw
ay”

N
egative coping

“I  don’t go to the clinic because 
people w

ill know
 I have TB”

1) Self-stigm
a: w

hat is it?
Self-disabling

inner
feelings

of
contam

ination,
self-rejection,

and
self-

loathing
…

even
w
hen

there
is
no

objective
reason

to
fear

rejection
or

discrim
ination,

and
even

w
hen

there
is

good
objective

reason
to

believe
that

they
w
ill

receive
externalsupport,protection,treatm

ent,and
acceptance.Justice

Edw
in

Cam
eron

(South
Africa),2012

5)You don’t have to be stigm
atised

to have self-stigm
a

•
Negative

beliefsin
the

com
m
unity

abouta
condition

like
TB,HIV,orm

entalillnesscan
contribute

to
a

person’sself-stigm
a.

•
Self-stigm

a
includesinternalised

stigm
a.BUT

an
individualcan

already
have

self-stigm
a
even

ifthey’ve
neveractuallybeen

stigm
atised.

•
W
hatIthink

you
think

aboutm
e
is
notalw

aystrue.A
person

can
self-stigm

atise
up

to
three

tim
esas

m
uch

asothersactuallystigm
atise

them
.

2) W
hat does self-stigm

a cause?

N
ot seeking care

Higher levels of depression
Fears around disclosure

Low
er quality of life

Low
 self-esteem

Reduced self-efficacy
Low

er treatm
ent adherence

U
N

DERSTAN
DIN

G 
SELF STIGM

A:
The key concepts

3) Self-stigm
a is the result 

of com
plex interactions 

betw
een social, contextual 
and self factors 

SO
CIETYCO

N
TEXT

THE
SELF

T
e
x
t

Self-learning	tool	1:																																																			
U
nderstanding	self-s3gm

a
The	key	concepts



Self-learning tool 2: W
e are not alone!

Self-stigm
a exam

ples from
 around the w

orld

CHIN
A

A
random

sam
ple

in
tw

o
cities

show
ed

self-stigm
a
in

alm
ost

50%
ofpeople

living
w
ith

m
entalillness.

EU
RO

PE
The

GAM
IAN

study
show

ed
up

to
41%

ofpeople
living

w
ith

m
ental

illnessexperienced
self-stigm

a.

N
IGERIA

A
2014

study
show

ed
that

over
47%

of
patients

living
w
ith

m
ental

illness
had

m
oderate-severe

self-stigm
a.

SO
U

TH AFRICA
A

study
of

10,000
people

living
w
ith

HIV
show

ed
that

43%
had

internalised
stigm

a

ASIA-PACIFIC (9 countries)
A

survey
of

alm
ost

4,400
people

living
w
ith

HIV
show

ed
that

54%
-

75%
feltsham

e
N

ICARAGUA
In

a
survey

of
TB

patients,up
to

55%
self-stigm

atised
to

som
e

degree,
agreeing

w
ith

statem
ents

like
“I

feel
asham

ed
to

have
tuberculosis”.

U
SA

In
a
survey

of
over

2,500
adults,20%

ofthe
general

population,
and

52%
of

the
overw

eightpopulation
experienced

internalised
stigm

a
aboutbody

w
eight.

1)
Self-stigm

a,em
pow

erm
ent

and
perceived

discrim
ination

am
ong

people
w
ith

schizophrenia
in
14

European
countries:The

G
AM

IA
N
-Europe

study.Brohan
etal.2010

2)The
prevalence

and
predictors

ofself-stigm
a
ofindividuals

w
ith

m
entalhealth

illness
in
tw

o
Chinese

cities.Young
and

N
g.2016

3)People
Living

w
ith

H
IV

Stigm
a
Index:

A
sia

Pacific
RegionalA

nalysis.GlobalN
etw

ork
ofPeople

Living
w
ith

HIV
and

AIDS
(GNP+)etal.2011

4)
The

People
Living

W
ith

H
IV

Stigm
a
Index:South

A
frica.South

African
N
ationalAIDS

Council.2014
5)

A
com

parative
study

of
selfstigm

a
betw

een
H
IV/A

ID
S
and

schizophrenia
patients.O

duguw
a
etal.2014

6)
Tackling

tuberculosis
patients'internalized

socialstigm
a
through

patient
centred

care:A
n
intervention

study
in
ruralN

icaragua.M
acq

etal.2008
7)

Internalizing
W
eight

Stigm
a:Prevalence

and
Sociodem

ographic
Considerations

in
U
S
A
dults.Puhletal.2017

1

7

6
4

2

5
3



		
	

Ryff D
im

ensions: questionnaire 

Exercise	1:3	



	
	



	
	



WHAT IS SELF-STIGMA? 39

Figure 6. 
Ryff dimension scale chart

Adapted from: Ryff et al, 1995.[7]
Figure 7. 
Ryff Dimensions -
things to think about

©ǔȅ�(ŃŤĞŦơŃŲŦơ�ɯ�ƭľŃŦķơ�ƭŲ�ƭľŃŦŘ�óďŲƵƭ
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$872120<
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',0(16,21���� 
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27+(56

'R�SHRSOH�WKLQN�\RX�DUH�D�ORYLQJ�DQG�DIIHFWLRQDWH�SHUVRQ"

'R�\RX�KDYH�FRQ¿GHQFH�LQ�\RXU�RZQ�RSLQLRQV��HYHQ�LI�WKH\�DUH�
GLIIHUHQW�IURP�HYHU\ERG\�HOVH
V"

'R�RWKHU�SHRSOH�WKLQN�\RX�DUH�JHQHURXV�DQG�ZLOOLQJ�WR�
VKDUH�\RXU�WLPH�ZLWK�WKHP"

'R�\RX�MXGJH�\RXUVHOI�E\�ZKDW�\RX�WKLQN�LV�LPSRUWDQW��QRW�
ZKDW�RWKHU�SHRSOH�WKLQN�LV�LPSRUWDQW"

Have you experienced many good relationships with other 
SHRSOH"

',0(16,21����
(19,5210(17$/�

0$67(5<

'R�\RX�IHHO�OLNH�\RX�DUH�LQ�FRQWURO�RI�\RXU�OLIH"

',0(16,21���� 
385326(�,1�/,)(

'R�\RX�PDNH�SODQV�IRU�\RXU�IXWXUH"

'RHV�HYHU\GD\�OLIH�RIWHQ�PDNH�\RX�VDG" 'R�\RX�KDYH�JRDOV�LQ�OLIH"

$UH�\RX�JRRG�DW�PDQDJLQJ�WKH�UHVSRQVLELOLWLHV�RI�\RXU�GDLO\�
OLIH"

'R�\RX�IHHO�OLNH�\RX�VWLOO�KDYH�SOHQW\�WR�GR�LQ�OLIH"

',0(16,21���� 
3(5621$/�*52:7+

'R�\RX�WKLQN�LW�LV�LPSRUWDQW�WR�KDYH�QHZ�H[SHULHQFHV�WKDW�
change the way you think about yourself and the world 
DURXQG�\RX"

',0(16,21���� 
6(/)�$&&(37$1&(

$UH�\RX�SOHDVHG�ZLWK�KRZ�\RXU�OLIH�LV"

Has your life been a continuous process of learning and 
JURZWK"

,Q�JHQHUDO��GR�\RX�IHHO�FRQ¿GHQW�DQG�SRVLWLYH�DERXW�\RXU-
VHOI"

'R�\RX�VRPHWLPHV�OLNH�WR�PDNH�ELJ�LPSURYHPHQWV�RU�FKDQJHV�
WR�\RXU�OLIH"

'R�\RX�IHHO�OLNH�PDQ\�RI�WKH�SHRSOH�\RX�NQRZ�KDYH�EHWWHU�
OLYHV�WKDQ�\RX"

RYFF 
DIMENSIONS

1
2
3
4
5
6
7
8
9

10

Self-
acceptance

Self-acceptance: Does the person like
their appearance / personality / life?

Environmental mastery: How well does the
individual cope with their circumstances and
environment? Do they feel like they are in 
control of their life?

Positive relationships with others: 
Does the individual have meaningful and 
good relationships with other people?

Personal growth: Is the individual growing
and improving as their life progresses?

Autonomy: Is the individual able to live
and cope independently of others?

Purpose in life: Does the individual have
goals or things they want to achieve in
their life?

Purpose
of life

Environmental
masteryAutonomy

Personal
growth

Positive
relationships
with others

Exercise	1:3

Ryff	Dimensions:	things	to	think	about



	 Ryff	Dim
ensions:	blank	chart	

Exercise	1:3	



M
y TB journal tem

plate
This is m

y journal on:
W

rite today’s date here 

This is m
e, as I am

 today

Today I am
 feeling...

D
escribe how

 you feel, and w
hat that m

eans for you

W
hat is on m

y
 m

ind today?
W

rite everything that is going on in your head

These are m
y negative thoughts

W
hat negative

thoughts have I had
about TB today?

W
rite w

hatever negative thoughts arise

H
ow

 does that m
ake

m
e feel?

D
escribe any em

otions and feelings you have

H
ave I felt sham

e/self-stigm
a 

about TB today? If so, in w
hat 

w
ays and how

 did I feel?

W
rite any experiences of self-stigm

a and sham
e you can identify

W
hat w

ould m
y

closest fam
ily m

em
ber

or friend say to m
e today?

 

These things w
ere good today

Three things I am
 grateful

for today:
W

rite AN
YTH

IN
G

 you are grateful for, big or sm
all

W
hat am

 I proud of
doing today?

W
ite AN

YTH
IN

G
 that you are proud of doing today

EX
ER

C
IS

E 2.1 - K
eeping a TB

 Journal



EX
ER

C
IS

E 2.7

consequences

causes

Turn the belief to the opposite:

HŃŦė�Ȓ�ơƖĞĐŃȊĐ�ĞǓóŤ
ƖśĞơ�ǎ

ľĞƙĞɔɔɔ

repeat

1.2.3.

D
o you believe everything you think?

w
ithout

the thought

E
X
E
R
C
IS
E
	2
.4

W
h
a
t	I	th

in
k
	y
o
u
	th

in
k
	a
b
o
u
t	m

e

W
hat do people thin

k about m
e?



W
ho is judging w

hom
?

Case study

M
asim

ba had been feeling unw
ell for quite som

e w
eeks, w

ith a bad cough. Three 
ǎ
ĞĞŘơ�óķŲɏ�t

óơŃŤ
ďó�ƭŲŲŘ�ó�¾ �ƭĞơƭ�óŦė�ƭĞơƭĞė�ƖŲơŃƭŃǍĞɔ���ƭ�Ȋƙơƭɏ�ľĞ�ơĞĞŤ

ơ�ƭŲ�ďĞ�
okay and felt quite calm

, but for the last few
 days he has been feeling that 

everyone is w
atching him

 and talking about him
.

EX
ER

C
IS

E 2.5

H
is boss asks him

 how
 he is feeling, and he thinks she is asking him

 
about having TB. H

e w
onders if he looks sick.  H

e starts to sw
eat, and 

the beginnings of a headache start.  H
e thinks he should have stayed at 

hom
e today.

H
is boss then tells him

, he w
ill be w

orking on a new
 project for the next 4 

w
eeks.  Although this is a fantastic opportunity and one he has been 

looking forw
ard to, now

 he thinks she is trying to get rid of him
 from

 her 
departm

ent.

¾ľĞ�ȊŦóś�ơƭƙóǎ
�ľóƖƖĞŦơ�ǎ

ľĞŦ�ó�ĐŲɲǎ
ŲƙŘĞƙ�ďƙŃŦķơ�ľŃŤ

�ó�ĐƵƖ�ŲĶ�ƭĞó�ŃŦ�ó�
brand-new

 m
ug. N

ow
 he is sure that everyone is talking about him

 
having TB. H

e feels m
iserable, isolated, alone, m

isunderstood and angry.

H
e gets the Com

bi (bus) to w
ork and overhears tw

o w
om

en talking about som
eone w

ho 
is sick and has lost w

eight. H
e looks at his ow

n body and is sure that he is losing w
eight 

and beginning to look thin.  H
e w

onders if they are talking about him
.

At w
ork he notices a new

 poster about getting tested for TB.  M
asim

ba has not told 
anyone at w

ork about testing positive for TB, but he im
m

ediately thinks som
eone has 

guessed and put the poster up as a w
ell of telling others to be careful of him

.

At lunch, he goes to join a table of co-w
orkers and there is no space at the table.  H

e 
im

m
ediately thinks it is because they don’t w

ant him
 near them

, feels rejected he goes 
and sits on his ow

n to eat his lunch.

M



EX
ER

C
IS

E 2.7

consequences

causes

Turn the belief to the opposite:

HŃŦė�Ȓ�ơƖĞĐŃȊĐ�ĞǓóŤ
ƖśĞơ�ǎ

ľĞƙĞɔɔɔ

repeat

1.2.3.

D
o you believe everything you think?

Exam
ple

I 
h
a
ve
 
T
B
 
a
nd
 
t
h
a
t
 
m
e
a
ns
 
t
h
a
t
... 

“I’m
 
d
ir
t
y”

I 
a
m
 
N
O
T
 
d
ir
t
y

i 
a
m
 
no
t
 
d
ir
t
y

w
h
e
n 
I 
a
m
 
w
it
h
 
m
y 

c
h
ild
r
e
n 
d
o
ing 

h
o
m
e
w
o
r
k

w
h
e
n 
i 
d
o
n’t
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h
ink
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a
r
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d
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m
e

w
h
e
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I 
a
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s
u
p
p
o
r
t
in
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o
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c
o
nfid

e
nt

c
o
nne

c
t
e
d

p
e
a
c
e
fu
l

h
o
p
e
fu
l

fear
 
of 

r
eject

ion

TV / media

low self esteem

societal views

lack of urgency

hopelessness

want to hi
de

shame

anger

blame others

isolation

I 
A
M

D
IR
T
Y

w
ithout

the thought
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consequences

causes

Turn the belief to the opposite:

HŃŦė�Ȓ�ơƖĞĐŃȊĐ�ĞǓóŤ
ƖśĞơ�ǎ

ľĞƙĞɔɔɔ

repeat

1.2.3.

D
o you believe everything you think?

w
ithout

the thought



Living self-stigm
a

Case Study
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shame

guilt

hopelessness

worthlessness

secretive

hiding

high self-worth

empowered

confident

strong 
self-agency

high 
self-esteem

open about TB 
diagnosis

fearful to share 
information

comfortable in 
your skin

distrustful

self-doubt

low 
self-confidence

S
elf-w

orth

S
elf-stigm

a
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M
y right to tell

H
andout story

dam
 is 37 years old w

ith three children. H
is w

ife passed aw
ay six m

onths ago, and 
he has started to have a prolonged cough and lose w

eight. O
ne of his w

orkm
ates 

has noticed he is not w
ell and advises him

 to go to the clinic. Adam
 decides to go 

but he is w
orried he m

ay have TB and m
aybe even be H

IV positive. W
hat w

ill his 
fam

ily and friends say?

A
Adam

 goes to the clinic w
here a nurse does a TB test. The nurse tells him

 he has TB. This new
s 

upsets him
 – all he can think about is w

hat people w
ill say about him

. The nurse tells him
 he 

m
ust start treatm

ent and gives him
 a num

ber of instructions, but he hardly hears w
hat she is 

saying. H
e takes the m

edicine she gives him
 and leaves the clinic in a confused state

After a few
 days, Adam

 returns to w
ork. H

is colleague 
asks him

, “W
hat happened?” H

e says, “N
othing, I’m

 
okay” and changes the topic of conversation. H

e feels 
like everyone is w

atching him
 and tries not to cough. 

W
hen he is alone, he asks him

self, “W
ho know

s? H
ow

 
ĐóŦ�U�ƭóŘĞ�ƭƙĞóƭŤ

ĞŦƭ�ǎ
ŃƭľŲƵƭ�ƖĞŲƖśĞ�ȊŦėŃŦķ�ŲƵƭɕ�Þ

Ńśś�U�
lose m

y job? Are m
y children safe? W

ill they still be 
allow

ed go to School?”

Adam
 has an appointm

ent to go back to the clinic. H
e 

is afraid to askperm
ission from

 his boss for m
ore tim

e 
Ųȅ
ɔ�P
Ğ�ėŲĞơŦʀƭ�ŘŦŲǎ

�ǎ
ľóƭ�ƭŲ�ėŲɔ
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n
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c
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.



Pros
Cons

Social Avoidance: Stay aw
ay from

 others so they do not have a chance to stigm
atise m

e
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W
here am

 I on the disclosure continuum
?

Pros
Cons

Selective disclosure: Tell people about m
y illness w

ho seem
 like they w

ill understand

Pros
Cons

Broadcast: Be proud and let everyone know

C
la

s
s
if
ic

a
t
io

n
s
 
t
a
k
e
n
 
f
r
o
m

:
 
O

n
 
t
h
e
 
S
e
lf
-
S
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m
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M

e
n
t
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I
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S
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r
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e
g
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C
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C
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P
s
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2
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Pros
Cons

Secrecy: G
o out into the w

orld doing your usual daily activities – but tell no one about m
y illness

Pros
Cons

Indiscrim
inate disclosure: H

ide it from
 no-one
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W
hose business is it? 

C
heck off your 

responses below
:

O
ther’s judgem

ents of us can only have pow
er if w

e 
believe them

.  W
e have no control over judgem

ents 
m

ade against us, but w
e can choose w

hether w
e believe 

them
 or not or w

hether w
e apply m

eaning to those 
judgem

ents.

your business God’s business

m
y business

M
y height

That I have TB

A
ttending a concert

R
ush-hour traffic

M
y m

other’s depression

Your judgem
ents of m

e

M
y judgem

ents of you

The w
eather

M
y boss’s anger

M
y body

Three kinds of business

There are only three kinds of business in the universe: m
ine, yours, and 

G
od’s / The U

niverse’s. [G
od’s being the U

niverse or any G
od you m

ay 
have in your life].

W
hose business is it if I am

 feeling happy or sad? M
y business.

W
hose business is it if you are feeling happy or sad? Your business.

W
hose business is the w

eather? God’s / The Universe’s business. (Any-
thing that’s out of m

y control, your control, and everyone else’s control.)

M
uch of our stress com

es from
 m

entally living out of our ow
n business. 

W
hen I think, “You need to get a job, I w

ant you to be happy, you should 
be kinder, you should be on tim

e, you need to take better care of your-
ơĞśĶɏɾ�U�óŤ

�ŃŦ�ǔŲƵƙ�ďƵơŃŦĞơơɔ�Þ
ľĞŦ�UʀŤ

�ǎ
ŲƙƙŃĞė�óďŲƵƭ�ĞóƙƭľƘƵóŘĞơɏ�ȋŲŲėơɏ�

w
ar, or w

hen I w
ill die, I am

 in G
od’s / The U

niverse’s business. If I am
 

m
entally in your business or in G

od’s / The U
niverse’s business, the 

Ğȅ
ĞĐƭ�Ńơ�ơĞƖóƙóƭŃŲŦ�óŦė�śŲŦĞśŃŦĞơơɔ�UĶ�ǔŲƵ�óƙĞ�śŃǍŃŦķ�ǔŲƵƙ�śŃĶĞ�óŦė�U�óŤ

�
m

entally living your life, w
ho is here living m

ine? W
e’re both over there. 

Being m
entally in your business keeps m

e from
 being present in m

y ow
n. 

I am
 separate from

 m
yself, w

ondering w
hy m

y life doesn’t w
ork. O

f 
course I feel lonely and separated! N

o one else causes m
y loneliness. I 

do that.

N
otice w

hen you feel loneliness or separation. Are you m
entally out of 

your business? If you are not sure, stop and ask yourself, “M
entally, 

w
hose business am

 I in?” N
otice w

hen you give uninvited advice either 
out loud or silently. W

hose business are you in w
hen you are giving 

unsolicited advice?
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Self-lim
iting beliefs 

Em
pow

ering beliefs 
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The m
any faces of D

R-TB
Case study 1

w
as diagnosed w

ith M
D

R-TB in 2012. I got it from
 m

y tw
in sister w

ho has been on 
M

D
R-TB treatm

ent for the last 4 years and has now
 developed XD

R-TB. She got the 
TB germ

s from
 her friend w

ho had M
D

R-TB. The strange thing is that I never had 

EX
ER

C
IS

E 3.1

I
any external sym

ptom
s of TB and neither did I ever feel sick. It w

as just because of the contact tracing of fam
ily m

em
bers 

ŲĶ�Ť
ǔ�ƭǎ

ŃŦ�ơŃơƭĞƙ�ƭľóƭ�Ť
ǔ�t

(
©ɲ¾ �ơƭóƭƵơ�ĐŲƵśė�ďĞ�ĐŲŦȊƙŤ

Ğėɔɾ�

ɽt
(
©ɲ¾ �ƭƙĞóƭŤ

ĞŦƭ�Ńơ�ƙĞóśśǔ�ó�ėŃȆ
ĐƵśƭ�ŲŦĞɔ�Þ

Ğ�ľóǍĞ�ƭŲ�ƭóŘĞ�ơŲ�Ť
óŦǔ�ďŃķ�ƖŃśśơ�óŦė�ŃŦŕĞĐƭŃŲŦơ�ĶŲƙ�ơƵĐľ�ó�śŲŦķ�ƭŃŤ

Ğɔ��
Ŧ�ƭŲƖ�ŲĶ�

ƭľŃơɏ�Ť
Ųơƭ�ŲĶ�Ƶơ�ľóǍĞ�ƭŲ�ơƵȅ

Ğƙ�ĶƙŲŤ
�ơĞǍĞƙĞ�ơŃėĞ�Ğȅ

ĞĐƭơɔ�Uƭ�Ť
óŘĞơ�ŲŦĞ�ĶĞĞś�ǍĞƙǔ�Ť

ŃơĞƙóďśĞ�óŦė�óŦķƙǔ�ƭľóƭ�ǎ
ľǔ�U�ķŲƭ�¾ �óƭ�óśśɔ�

TB develops negative em
otions in us w

hich increase our day to day problem
s. There is still som

e stigm
a around the disease 

in the com
m

unity and neighbourhood. If you have TB people stay aw
ay from

 you and tell you on your face not to com
e 

near them
.” 

“It is here that counsellors and voluntary health w
orkers can help, as they did in m

y case. They visited m
e at hom

e, gave 
m

e a lot of m
oral support, and encouraged m

e to continue w
ith the treatm

ent. I got a lot of support from
 m

y fam
ily too, 

especially m
y tw

in sister. M
y friends w

ere also quite okay w
ith m

e. M
y boyfriend, w

hom
 I m

et three years ago, also stood 
by m

e. H
e is a social w

orker and also a cured TB survivor. Per-
ľóƖơ�Ńƭ�ǎ

óơ�ėƵĞ�ƭŲ�ƭľŃơ�ƭľóƭ�ľĞ�ėŃė�ŦŲƭ�śĞƭ�Ť
ǔ�¾ �óȅ

ĞĐƭ�ŲƵƙ�ƙĞśó-
tionship.”

“M
y m

essage to all those w
ith TB or D

R-TB is to be brave and to 
accept it. Acceptance alw

ays m
akes things easier. It becom

es 
ėŃȆ

ĐƵśƭ�ƭŲ�Ȋķľƭ�ƭľĞ�ėŃơĞóơĞ�ŃĶ�ǔŲƵ�óƙĞ�ėĞƖƙĞơơĞė�óŦė�ľóƙďŲƵƙ�
negative thoughts.”
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S
tory of S

truggle w
ith M

D
R-TB

: X
olelw

a’s story



The m
any faces of D

R-TB
Case study 2

ukm
ini, w

ho w
as battling M

D
R-TB in Ahm

edabad, G
ujarat, India, and spoke w

ith 
CN

S in M
arch 2013: “M

y fam
ily is very supportive of m

e despite the infectious 
nature of the disease” said Rukm

ini. But unfortunately, Rukm
ini’s daughter 

contracted M
D

R-TB through her m
other and has been on M

D
R-TB treatm

ent in 
the sam

e hospital since the last 6 m
onths. The attending doctor, D

r Purvi told 
CN

S that, “D
irect M

D
R-TB transm

ission through contact is com
m

on. So, if a 
fam

ily m
em

ber of such a M
D

R-TB patient has TB w
e test for M

D
R-TB in the 

beginning itself and if diagnosed put him
/her directly on Category 4 treatm

ent.”
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C
IS

E 3.1

R

A
dapted from

: M
D

R
-TB

 patient R
ukm

ini’s interview
 w

ith C
N

S
 in M

arch 2013: 
http://w

w
w

.citizen-new
s.org/2013/08/persistent-low

-grade-fever-and-cough.htm
l

R
ukm

ini’s story: persistent low
-grade fever and cough…

Although her daughter contracted M
D

R-TB, 
better late than never on infection control. 
H

ealthcare w
orkers “have really counselled m

e 
w

ell and I follow
 all their instructions regarding 

infection control m
ethods at hom

e - I spit in a 
spittoon given by the hospital, I bury m

y spit in 
m

ud, I keep m
y house very clean. I hope I w

ill 
soon be able to go back to m

y w
ork of selling 

ĶƙƵŃƭơ�óŦė�ŦŲƭ�ƙĞŤ
óŃŦ�ó�ȊŦóŦĐŃóś�ďƵƙėĞŦ�ŲŦ�Ť

ǔ�
loving husband.
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TB lifeline

before TB
D

S
-TB

M
D

R-TB

test positive
for TB

approx. 2 m
onths

diagnosis diagnosis

in
t
e
n
s
iv

e
 
p
h
a
s
e

(
in

f
e
c
t
io

u
s
)

test positive
for D

R-TB

negative
sputum

 test
(or other clinical test)

negative
culture test

negative
culture test

negative
culture test

approx. 9 m
onths

approx. 16 w
eeks - 4m

onths

c
o
n
t
in

u
a
t
io

n
 
p
h
a
s
e

(
n
o
t
 
in

f
e
c
t
io

u
s
)

18 m
onths or longer
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M
y TB lifeline

before TB

diagnosis diagnosis

positivenegative

things that happened
thoughts I had

things that happened
thoughts I had
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A
nsw

er the follow
ing questions by ticking either the true or false box

true
false

17
2 135681216 15 11 1014 13 79 4

TB
 is an infectious, airborne disease that only affects the lungs.

TB
 is becom

ing harder to treat.
TB

 can attack any part of the body, e.g. lungs, glands, brain, spine, 
hip, intestines, genitals, brain, eyes, etc
W

hen the lungs are dam
aged by TB

, a person coughs up sputum
 

from
 the lungs and this produces TB

 droplets in the air.
Everyone w

ho gets TB
 infection w

ill becom
e sick w

ith TB
 disease.

S
igns and sym

ptom
s of TB

 (especially TB
 of lungs) m

ay include 
coughing, fever, sw

eating at night, loss of appetite, w
eight loss and 

feeling w
eak.

W
earing m

asks is the best form
 of protection 

against TB
.

Putting TB
 patients in isolated room

s is a good 
m

ethod for preventing TB
.

S
topping the sharing of utensils is a good 

m
ethod for preventing TB

.
It is im

portant to get tested if you have a 
prolonged cough or cough up blood.
If you are coughing or sneezing you should cover 
your nose and m

outh.
People living w

ith H
IV

 w
ho don’t have active TB

 
disease but have latent TB

 infection, should take 
preventive therapy.

true
false1819202122

TB quiz

U
p
d
a
t
e
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2
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f
r
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r
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a
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c
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I
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A
llia

n
c
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2
0
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.
 
U

n
d
e
r
s
t
a
n
d
in

g
 
a
n
d
 
c
h
a
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n
g
in

g
 
T
B
 
s
t
ig

m
a
:
 
T
o
o
lk

it
 
f
o
r
 
a
c
t
io

n
.

Q
uiz

General
PreventionTesting / treatment

true
false

You get TB
 by breathing in germ

s in the air from
 a person w

ith TB
 

w
ho is coughing.

A
ll people w

ho are coughing are infectious – they can spread TB
 to 

others.
You can get TB

 through shaking hands, touching or kissing som
eone 

w
ho has TB

.
You w

ill 100%
 get TB

 through staying in the sam
e house w

ith 
som

eone w
ho has TB

.
You can still transm

it TB
 to other people despite being cured

H
ealth w

orkers w
ill 100%

 get TB
 because of frequent exposure to 

patients w
ith infectious TB

 disease.

Transmission

true
false

H
aving sex w

ith a virgin cures TB
.

W
om

en have m
ore TB

 germ
s. They are the ones w

ho give m
en TB

.
There are tw

o types of TB
 – old TB

 and new
 (H

IV
-linked) TB

.
People w

hose fam
ilies have had TB

 (e.g. grandfather) are m
ore at 

risk of getting TB
.

Myths

A
ll form

s of TB
 are diagnosed by exam

ining the 
patient’s sputum

.
A
 person cannot take TB

 treatm
ent at the sam

e 
tim

e as taking A
R
V
s.

You can be cured of all form
s of TB

 if you take 
treatm

ent consistently for six or eight m
onths.

The side effects of TB
 treatm

ent are ...
D

uring TB
 treatm

ent eat w
ell, avoid alcohol and 

tobacco, and avoid stress.

true
false2324252627



Rights and the patient w
ith TB

Case studies

obert is a m
arried m

an w
ith three chil-

dren. H
e and his fam

ily w
ere chased out 

of his house w
hen his landlord discov-

ered that he had TB. The landlord said 
he didn’t w

ant Robert to infect other 
people and that it w

ould be bad for his 
business.

atalie has been on TB treatm
ent 

for tw
o w

eeks and has not been 
responding w

ell. She is very sick. 
H

er fam
ily calls a m

eeting and 
decides that she should stop 
taking the drugs and go to her 
grandm

other’s house in the 
village w

here she can rest and 
recover.

enneth has had TB for the last three m
onths and is 

responding to treatm
ent w

ell. H
e stays w

ith his 
fam

ily and w
hile he is there, the fam

ily starts plan-
ning the w

edding for his youngest sister. Kenneth 
asks to help w

ith the w
edding arrangem

ents, but 
his father tells him

, “People like you don’t need to 
be involved in these things”.

elina is a young w
om

an w
ho is living w

ith her grandm
other. She w

as diag-
nosed w

ith TB a few
 m

onths ago and has been responding w
ell to treat-

m
ent. Recently she m

et a young m
an w

hom
 she really likes and hopes to 

m
arry one day. H

ow
ever, her grandm

other has told her that she cannot be 
ŃŦ�ó�ƙĞśóƭŃŲŦơľŃƖ�ɯ�ơľĞ�Ť

Ƶơƭ�ǎ
óŃƭ�ƵŦƭŃś�ľĞƙ�¾ �ƭƙĞóƭŤ

ĞŦƭ�Ńơ�ȊŦŃơľĞė�óŦė�ơľĞ�Ńơ�
sure that she is w

ell.
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Blame

10

If X had taken better care of 
m

yself, X would not have 
developed TB disease.

B
1

Blame

9

If X had taken m
y TB 

treatm
ent as instructed, X 

wouldn’t have developed 
drug-resistant TB.

B
2

Blame

8

If X had taken m
y ART and 

IPT as instructed, X would not 
have developed TB disease.

B
3

Blame

7

If X had not sm
oked, X would 

not have gotten TB.

B
4

Blame

6

If X had not been drinking or 
drugging X would not have 

gotten TB.

B
5

5

If X had not been detained, 
X would not have gotten TB.

B
6

6

If X had worn m
y respirator 

at work, X would not have 
gotten TB.

B
7

7

If X had not spent tim
e in 

certain places, X would not 
have gotten TB.

B
8

Blame

Blame

Blame



SELF-STIGMA CARD GAME

STIG
M

A
 C

A
RD

S (FRO
N

T)

Perfectly Imperfect

Blame

8

If X had avoided certain 
people, X would not have TB.

Stereotype

9

X is less careful than others  
because X developed TB 

disease. 

Stereotype

8

X is not clean because X 
developed TB disease. 

Stereotype

7

X's body is inferior to 
others because X 

developed TB disease. 

Guilt

6

I feel bad for exposing  m
y 

loved ones to TB.

Guilt

5

I feel upset  w
hen TB 

disease m
akes it hard for 

m
e  to care for m

y fam
ily. 

Guilt

4

Caring for m
e is a financial 

burden on m
y fam

ily.

Lie

5

I can never m
easure up to 

ordinary people because I 
developed TB disease.

B
9

G
1

G
2

G
3

L1

S1
S2

S3
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Lie

5

TB patients cannot be 
trusted to take their 

m
edicines alone.

Lie

6

It is quite natural to shun 
people w

ith TB because 
TB is air-borne.

Lie

7

TB disease is som
ething 

that happens to careless 
people.

Lie

6

TB disease is a sign of 
weakness.

Lie

4

TB patients cannot be 
trusted to practice cough 
hygiene, they should be 

isolated.

STIGMATIZED
FIRST PLAYER

L5
L4

L3
L2L6

FIRST PLAYER C
A

RD
 (FRO

N
T)
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Truth

5

TB
 is caused by breathing 
it is nobody’s fault.

Truth

220%
 of the w

orld's popula-
tion has TB infection.

Truth

3O
nce on effective TB treatm

ent, 
a person stops being infectious 

in about 2 w
eeks.

Truth

5

TB is caused by breathing 
it is nobody’s fault.

Love

2

Forgiveness of m
yself and 

others releases m
e from

 the 
past.

Love

3

Forgiveness is the answ
er to 

m
any problem

s.

Love

4

Though these tim
es are 

difficult, they are teaching m
e 

m
any things.

T1
T2

T3
T4

Love

1

Som
ew

here betw
een 

selfishness and selfl
essness 

lies self-care.

L1
L2

L3
L4
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Love

3

 W
alk alongside m

e in 
w

hatever journey I'm
 on 

w
ithout trying to fix m

e.

Love

2

H
um

ans are all beautiful in 
our im

perfection.

Love

1Every life m
atters infi

nitely.

Love

2There is a crack in everything, 
That's how

 the light gets 
through.

L9
L10

L11
L12

Love

5

W
hen I forgive m

yself, I set 
m

yself free.

Love

6

Forgiveness is a gift w
e all 

can give.

Love

5I am
 conquering m

y illness; I 
am

 defeating it steadily each 
day.

Love

4

W
alk alongside m

e in 
w

hatever journey I'm
  on 

w
ithout judging m

e, 

L5
L6

L7
L8
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Love

3

N
o one can m

ake you feel 
inadequate w

ithout your 
consent.

Love

2A
llow

 people to m
ake different 

decisions and to have different 
experiences than you w

ould.

Love

1

Release control and w
e 

honour differences.

Love

2

Treating yourself w
ith care, 

consideration, kindness, com
pas-

sion and love is part of recovering 
from

 a health problem
.

L17
L18

L19
L20

Love

3

To be creative is to be com
e 

hom
e to ourselves.

Love

4

Love w
eaves beauty out of 

pain.

Love

5W
hat you see on the outside 

is not all I am
 on the inside.

Love

4Solidarity is the tenderness of 
the people.

L13
L14

L15
L16
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Love

1

I w
ill feel relief once m

y 
strength returns.

Love

2

W
hen  I get over TB disease, 

there is a lot ahead of m
e.

L25
L26

Love

3

If your com
passion does not 

include yourself, it is 
incom

plete.

Love

4

The person w
ho is m

ore 
deserving of your love than 
yourself can not be found.

Love

3Things w
ill go back to norm

al 
once TB

 treatm
ent is done.

Love

2

I have plans for m
y life after 

TB treatm
ent is over, 

L21
L22

L23
L24

Justice

10W
e have a right to 

health care: equitable 
access, w

ithout 
discrim

ination, to TB
 

education, prevention 
and care according to 
established standards of 
care, including the needs 
of PW

TB w
ith M

D
R

-TB
 and 

H
IV

 co-infection.

J1

Justice

8W
e deserve to  be 

treated w
ith dignity: 

m
y TB services m

ust be 
provided in a respectful 
environm

ent, w
ithout 

stigm
a, and w

ith m
oral 

support from
 the com

m
u-

nity.

J2
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Justice

5W
e deserve 

sustenance: nutrition 
security or food 
supplem

ents if needed.
J9 Justice

2M
y right to privacy 

m
ust be respected: 

uphold patient-provider 
confidentiality law

s, in 
contact investigation.

J5

Justice

6W
e have a right to 

life: States m
ust adopt 

m
easures in law

 and 
policy to protect the 
lives of people w

ith TB, 
including ensuring access 
to testing and life saving 
treatm

ent.

J10 Justice

4W
e deserve justice: 

w
e have the right to 

com
plain, to appeal and 

to be heard prom
ptly and 

fairly.
J6

Justice

3W
e have the right to 

organize: to participate 
as stakeholders in 
policies and program

s 
and establish TB

 survivor 
platform

s.
J7 Justice

2W
e have a right to 

Inform
ation: on all 

aspects of TB, including 
prognosis, costs, side 
effects, and other 
consequences, and to 
share experiences w

ith 
peers.

J3

Justice

7W
e have the right to 

protection from
 

discrim
ination: m

y job 
security should not be 
threatened w

hile I am
 

recovering.
J8 Justice

4W
e have choices: to 

have a second opinion, 
access to m

edical 
records, accept or refuse 
m

edical interventions and 
to take part-or not-in 
research.

J4
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Justice

5W
e have the right to 

be free from
 torture and 

other cruel, inhum
an or 

degrading treatm
ent or 

punishm
ent: Law

 and 
policy m

ust ensure people  
in prisons and other 
detention centers are 
provided clean air, TB 
testing and treatm

ent 
services

J13

Justice

4W
e have the right to 

liberty and security of 
person: Law

 and policy 
m

ust establish clear 
protections against 
involuntary detention or 
isolation of people w

ith 
TB, except under exception-
al circum

stances, as a last 
resort, or w

hen a person is 
know

n to be or highly likely 
to be contagious but refuses 
treatm

ent or testing and all 
reasonable m

easures have 
been unsuccessfu-then the 
least restrictive possible 
m

easure m
ust be used.

J14

Justice

6W
e have a right to 

m
edicine: States have a 

core obligation to 
provide essential 
m

edicine on the W
H

O
 

M
odel List of Essential 

M
edicines-including 

1st/2nd-line anti-TB drugs, 
bedaqiline and delam

anid

J11

Justice

7W
e have a right to be 

free from
 discrim

ina-
tion: People w

ith TB 
m

ust be protected by 
law

 against discrim
ina-

tion in both the public 
and private spheres, 
including em

ploym
ent, 

education, housing, health 
care settings, etc.

J12

Hurray!

VICTORY CARD

You are the most 
knowledgeable player

Yes!

VICTORY CARD

You are the most 
empathetic player

Wow!

VICTORY CARD

You are the most 
righteous player
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